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ABSTRACT

The purpose of this study was to describe and record
the life-affirming behaviors of a person with end stage
Human Immunodeficiency Virus (HIV) illness.

A combined

single subject case study and photo study design was used
for this gualitative, phenomenological study.

A convenience

sample of one person who met the criteria for end stage HIV
illness, and who consented to being interviewed and
photographed was selected.

The theoretical frameworks used

in this study were Fitzpatrick1s Life Perspective Rhythm
Model, and Erikson's Developmental Model.
Open-ended interviews of the study participant, his
companion, a close friend and his hospice nurse, as well as
photographs of the participant were used to answer the
research question:

What are the life-affirming behaviors of

a person with end stage HIV illness?

Content analysis of

the interview data and analysis of the photographic data
using Collier and Collier's Basic Model for Analysis (1986)
were used to generate a composite of the life-affirming
behaviors exhibited by the study participant.
affirming behaviors identified were:

(a)

The life-

interacting with

and relating to an active support system of people and a
pet, all of whom were readily available;

(b)

healthcare that was readily accessible; (c)

using expert

using available

material resources such as his home and financial assets;
(d)

participating in meaningful leisure activities; and
iv

(e)

humoring self and others.

The Model of Life-

Affirmation in a Person with End Stage HIV Illness was
developed.

Nursing implications and recommendations for

further research were discussed.
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CHAPTER I
THE RESEARCH PROBLEM

Through an in-depth study of a single subject
using a combined case study ana photo study
methodology, the life-affirming behaviors of a person
with end stage human immunodeficiency virus (HIV)
illness were described and recorded.

This study serves

as a model for future case studies of life-affirming
behaviors of persons with end stage HIV illness.

It is

only through multiple case studies that a composite of
the life-affirming behaviors will be identified and the
nursing role of fostering life-affirming behaviors will
be implemented.
Introduction to the Problem

The problem of HIV illness has reached global
proportions, and impacts people across the age span,
ethnic groups, economic status and life style.

The

Centers for Disease Control (CDC, 1990) estimated that
1 million persons in the United States are infected
with the human immunodeficiency virus.

Of these, over

135,000 persons have progressed from the essentially
well asymptomatic seropositive end of the HIV spectrum
to the acquired immunodeficiency syndrome (AIDS)
diagnosed end of the spectrum (CDC, 1990).
1

AIDS is a
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devastating, chronic illness with many superimposed acute
phases.

Universally, AIDS has a grim prognosis.

In

Louisiana, the average life expectancy for a person once
diagnosed with AIDS is 54 weeks.

(Sue Troxler, State of

Louisiana, Office of Public Health, personal communication,
July 18, 1990).

On the HIV illness continuum, end stage HIV

illness is the phase preceding death (see Appendix A for
illustration of the HIV continuum.)

Although strides in

AIDS research have made advances on the disease, the most
noted of which is the development and marketing of the
antiviral drug zidovudine (Retrovir), the fact remains that
there is presently no known cure or vaccine for persons with
HIV illness.
A plethora of information exists describing the
psychosocial impact and conseguences of AIDS, which can
include loss of one's job, health insurance, family, and
housing, as well as loss of one's dignity and sense of selfworth (Dalton, Burris & The Yale AIDS Law Project, 1987;
Durham & Cohen, 1987; Govoni, 1988; Lewis, 1988; O'Malley,
1988; Reisman, 1989; Witt, 1986).

While AIDS creates many

problems similar to those experienced by people with
advanced cancer, this illness has unique psychosocial
features that set it apart from other life-threatening
illnesses including: (a) the stigmatized groups affected
(gay and bisexual men, intravenous drug abusers); (b) the
infectious nature of the disease; (c) to date, no one has
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been "cured" of AIDS; and (d) the inordinate media attention
AIDS has received (Hughes, Martin, & Franks, 1987).

To a

large extent HIV illness, and especially end stage HIV
illness, is a disease complicated with multiple fears and
losses and coping with these fears and losses.
psychological losses can include:

The major

physical stamina, body

image, mental clarity, privacy, self sufficiency, and
personal competency.

The person may question his/her

sexuality and life style expression and may perceive life,
future, hopes and dreams as threatened (Hughes, Martin, &
Franks, 1987).

The fears are also many, and are usually

related to losses—fear of losing privacy, self sufficiency,
and identity, for example.

Fears are also related to the

unknown--the course of the illness, the prognosis, the
potential disfigurement, disability and suffering, and, of
course, death.
Some persons with end stage HIV believe their losses
are so great that there is little to fear.

In this

researcher's nursing experience with HIV illness, she has
observed that those with a positive sense of well-being,
despite their end stage HIV illness, have often come to
terms with and accepted their many losses.

They are then

able to live the remainder of their life to the fullest
extent possible.

Some persons with AIDS maintain a high

quality of life and a sense of well-being despite end stage
HIV illness.

In order for persons with AIDS to maintain a

high quality of life and a sense of well-being, certain
life-affirming behaviors might be present.

No studies
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describing life—affirming behaviors of a person with end
stage HIV illness, per se, have been reported in the
literature.

However, studies of the "doing well" phenomena

and of maintaining a sense of well-being and a high quality
life during various stages of HIV illness have been
reported.

These studies are relevant because of positive

relationships between these qualities and the performance of
life-affirming behaviors.
Nurses are sometimes unaware that persons with terminal
illnesses, particularly HIV illness, can live fulfilling
lives while in the end stages of their illness.

However,

all nurses need to know of the life-affirming behaviors of a
person with end stage HIV illness to foster these positive
behaviors and, thus, to contribute improved, more holistic
care of individuals with end stage HIV illness.

The purpose

of this research is to describe and record the lifeaffirming behaviors of a person with end stage HIV illness
using two complimentary methods—case study and photo study.
Replications of this study with other case study
participants will yield a nomenclature, and, thus, provide a
basis for nursing communication of the particular behaviors
associated with life-affirming behaviors in end stage HIV
illness.
Conceptual Framework

The theories from which this study is conceptualized
are:

Fitzpatrick's Life Perspective Rhythm Model

(Fitzpatrick, 1983), and Erikson's Development Model (1963).
Fitzpatrick's Model is an appropriate nursing model for this
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existential study because it is concerned with the meanings
that persons attach to life—"meanings that serve not only
to enhance life, but those which are essential to maintain
life" (Fitzpatrick, 1983, p. 295).

The four major concepts

of Fitzpatrick•s model are nursing, person, health, and
environment, in which nursing is a science and profession
having as its central concern the meaning attached to life
(Fitzpatrick and Whall, 1983).
as interchangeable.

Life and health are viewed

"Person is seen as an open system, a

unified whole characterized by a basic human rhythm"
(Beckman, Chapman-Boyce, Coleman-Ehmke, Hailway and Pung,
1986, p. 361).

Health is viewed as a continuously

developing characteristic of humans including the full life
potential that may characterize the process of dying as the
heightened awareness of the meaningfulness of life, and as
representing a more fully developed dimension of health
(Beckman, et al, 1986).

Environment is defined as an open

system in continuous interaction with persons (Fitzpatrick &
Whall, 1983).

Having as its central concern, the meaning

attached to life, Fitzpatrick's model was a most appropriate
theoretical basis for this particular study.
In order for a person to survive and exhibit lifeaffirming behaviors, some meaning must be present in his/her
existence.

This same postulate is likely true for persons

with end stage HIV illness.

Possibly, the more meaning

found in life, the better the quality of survival and sense
of well-being, even with HIV illness.

Clearly some persons

with HIV illness have not become aware of any meaning in
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their lives until in the dying process.

Guided by

Fitzpatrick1s model, areas for exploration included:

end

stage HIV illness as an impetus to find life's meaning,
death as a life-affirming behavior for self and others, as
in an existential giving of one's self, and self reported
meaning in one's life as a correlate of a life-affirming
behavior.

In applying Fitzpatrick's model to the study of

end stage HIV illness, the participant's life rhythms or
life-affirming behaviors, which heighten the meaningfulness
of life were identified.
Erikson's Developmental Model also was utilized to
provide a basis for understanding the usual developmental
tasks expected of a person in the developmental stage under
study.

Completion of the tasks associated with a particular

developmental stage, as well as an early performance of
tasks generally associated with older individuals can be
expected to contribute to the meaningfulness of life.

Many

persons with HIV illness are young adults who have not
completed the usual developmental tasks one completes prior
to a natural death in old age.

With the knowledge of

Erikson's Developmental Model, the study participant's
chronological developmental stage was considered in relation
to the actual (possibly accelerated) stage of development
and the meaningfulness of life and associated performance of
life-affirming behaviors.

7

Assumptions

Two assumptions were made for the purpose of this
study.

They were that (a) persons exhibit life-affirming

behaviors which can be communicated, and (b) a high guality
of life and a sense of well-being or doing well are found to
occur simultaneously with life-affirming behaviors.
Statement of the Problem

HIV illness is often thought of as a disease affecting
society, with little consideration given to the impact of
the disease at the individual level.

This study sought to

put a "face" on AIDS by specifically addressing the problem
under study:

What are the life-affirming behaviors of a

person with end stage HIV infection?
Definition of Terms

For the purpose of this study, the terms of lifeaffirming behaviors and end stage of HIV illness were
defined.
Life-affirming behaviors.
No standard definition of this term was found in the
literature.

For the purpose of this study life-affirming

behaviors were defined as actions or activities which
positively assert or confirm the existence of guality of
life, or sense of well-being.
End stage Human Immunodeficiency Virus (HIV) illness.
No standard definition of this term was found in the
literature or from the CDC (L. McFarland, personal
communication, November 28, 1989).

However, the immunology

laboratory at Charity Hospital of New Orleans defined end
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stage HIV illness as having a T4 helper cell count of less
than 200.

For the purpose of this study, end stage HIV

illness was defined as the final stage on the HIV continuum
which is characterized by the presence of one or more
opportunistic infections or malignancies, some of which may
be resistant to treatment (or adverse effects of the
treatment are no longer tolerated), gradual steady weight
loss, and relentless constitutional symptoms.

At this

stage, the prognosis is usually poor and the life expectancy
is estimated to be less than 6 months.

CHAPTER II
REVIEW OF THE LITERATURE

Within the past three years, the number of
articles related to all aspects of HIV, including those
addressing psychosocial concerns has increased
considerably.

Although no articles specifically

pertaining to life-affirming behaviors, per se, were
identified, a few studies investigated the phenomena of
"doing well", maintaining a sense of well-being, and
quality of life.
The case illustrations by Kendall, Gloersen, Gray,
McConnel, Turner and West (1989) focused on the ability
of three persons diagnosed with AIDS to maximize their
state of well-being.

Using a naturalistic approach, an

understanding of the concept "doing well" with AIDS
emerged from the interview data.
included:

This concept

autonomy/mastery over the disease,

existential/spiritual journey toward understanding,
self acceptance, staying active and involved, and
positive thinking.
Based on a review of the literature and the
results of interviews with 35 people with AIDS,
Belcher, Dettmore, and Holzemer (1989) reported
9
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spirituality and a sense of well-being in their cohort.

An

assumption of this study was that a positive sense of
spirituality leads to a positive sense of well-being.

The

themes that emerged from responses of persons with AIDS
regarding their personal definitions of spirituality were
consistent with those definitions found in the literature,
namely, connectedness to other people, past and present, and
transcendence, that is "facing the suffering in clear
perspective, then going beyond

it to see the part of the

self that is not suffering and can still function and enjoy
life" (p. 19).

Quality of life was the concept of several

relevant studies.

Lasher and Ragsdale (1989) presented a

case study which demonstrated that using criteria from a
social support system as a basis for planning care for a
person with AIDS and his significant other made a major
positive difference in the quality of life.
Indicators of the quality of life of persons
experiencing other chronic diseases can be found in the
literature and may have implications for HIV infected
persons as well.

In a study of the impact of arthritis on

quality of life, Burkhardt (1985) found that positive selfesteem, internal control over health, perceived support, and
low negative attitude toward the illness contributed
directly to a higher quality of life.

In a study of

perceived well-being in malignant melanoma survivors,
internal locus of control and self-esteem had a direct
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positive effect on well-being (Dirksen, 1989).

Monahan's

(1988) findings comparing instruments to measure quality of
life of adults receiving chemotherapy showed that assessment
of quality of life issues may best be accomplished by the
individual patient rather than by a measurement tool.
Research has indicated that social support has a direct
effect on health, buffers the effects of physical and
emotional stress, and mediates immune dysfunction (McGough,
1990).

McGough (1990) contended that although nurses

frequently incorporate social support needs during client
assessment, it may not be specific or systematic.

The

author suggested utilizing the nursing process and the
Norbeck Social Support Questionnaire to guide the nurse in
assessing supportiveness.
In summary, no specific research on life-affirming
behaviors was identified in the literature.

Several studies

on the related topics of "doing well" phenomenon,
maintaining a sense of well-being, and quality of life were
identified.

These studies served as an impetus for research

on life-affirming behaviors.

CHAPTER III
THE RESEARCH DESIGN

The purpose of this study was to describe the
life-affirming behaviors of a person with end stage HIV
illness.

Two complimentary methodologies—case study

and photo study—were utilized.
Design of the Study

This qualitative, phenomenological study used two
complimentary methodologies:
study.

case study and photo

The research design consisted of the following

elements:
(a)

open-ended interview and photographing of the
participant in his usual settings;

(b)

open-ended interview of the participant's
companion, close friend, and hospice nurse;

(c)

content analysis of the interview data using
an inductive approach;

(d)

analysis of the photographs using Collier and
Collier's (1986, pp. 178-179) Basic Model for
Analysis;

(e)

comparison of findings with those reported in
the literature.
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Simply stated, case study research is intensive
observation of a single subject (Yen, 1989).

This type

of study is descriptive rather than experimental in
nature, and thus, does not allow for the manipulation
of variables.
In doing case study research, the concern about
external validity is often raised.

Critics typically

state that single cases offer a poor basis for
generalizing (Yen, 1989).

However, if it can be

established that a process or an effect has occurred in
one individual, then it is logical to suppose there
will be others who will exhibit similar effects.

In

addition, single subject research models permit
documentation of individual response and prevent
potentially important information from being lost
(Holm, 1983).
Population and Sample

The population under study is a person with end
stage HIV illness.

The single participant in the case

study was a person selected by convenience who met the
requirement of end stage HIV illness, exhibited lifeaffirming behaviors, and who consented in writing to be
interviewed and photographed during the final stage of
his life.
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Setting

A naturalistic setting was used to study the
participant who was interviewed and photographed
numerous times in a variety of his usual settings to
capture a wide range of data.

The location for the

study was New Orleans, Louisiana.
Replication of the case study should be attempted
because it generates confidence and fosters
generalizability (Holm, 1983).

Moreover, replication

of the case study with additional subjects will
strengthen internal validity since each replication
supporting the critical explanation decreases the
probability that this unexplained systematic variance
produced the demonstrated results (Meier & Pugh, 1986).
Photo study is a tool used to examine and better
understand the origin of patterns of behavior, to
examine the development and display of feelings, to
facilitate communication, to investigate the
longitudinal development of relationships, and to
illustrate the influence of environment on behavior
(Sedgwick, 1978).

The use of photo study with case

study is complimentary; with the combined approach,
validity of the data obtained is likely to be greater
than the data generated from either method used alone.
Paradoxically, the limitation of this study—the
single subject sample—is also its strength.

An in—

depth study of one person can yield rich, descriptive
naturalistic data, which are often lost when the more
traditional, experimental designs are used.
Data Collection

Approval of the study by Mississippi University
for Women's Committee on Use of Human Subjects in
Experimentation was obtained (See Appendix B).

An

appropriate study participant was identified and
informed consent was obtained (See Appendix C).

The

participant's medical and psychosocial history were
reviewed and a developmental assessment, using
Erikson's Developmental Model, was completed.
At regular monthly intervals confidential, openended interviews were conducted with the participant.
After providing the participant with the operational
definition of life-affirming behaviors (refer to
Chapter I), the following open-ended guestions guided
each interview:
1)

What has been your experience with living
with AIDS?

2)

What kinds of things have helped you to do
well with AIDS?

3)

What kinds of things that you do are lifeaffirming?

4)

What gives your life meaning?
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5)

What has contributed to your quality of life
and sense of well—beinq?

During the interview, the participant was encouraged to
elaborate on any aspect pertinent to the topic.
At the end of the six-month study period, a
confidential, open-ended interview was done with the
participant's companion, a close friend, and his
hospice nurse.

In a manner similar to the participant,

the companion, friend, and hospice nurse were given the
operational definition of life-affirming behaviors.
They then were asked the same five interview questions,
but in reference to their knowledge of the
participant's behavior.
As a collection of photographic data is part of
the study design, five photographic sessions with the
participant took place during the study period.

In

naturalistic settings, the researcher attempted to
capture on film as many life-affirming behaviors as
possible.

After the film was processed and developed,

the photographs were shared with the participant,
requesting that he make comments on his thoughts and
feelings associated with what was reflected in the
photographs.
Data Analysis

To generate an understanding of the life-affirming
behaviors of a person with end stage HIV illness,
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interview data were evaluated using an inductive
approach and content analysis.

After each interview,

data collected from the study participant were
transcribed and analyzed for trends to show lifeaffirming behaviors.

At the next interview with the

participant, data analysis of the previous interview
was discussed for validation.

Collier and Collier's

(1986) Basic Model for Analysis was used as a framework
for analyzing the photographic data.

In the first

stage of Collier's model, the researcher is to "observe
the data as a whole, to look and 'listen' to all its
overtones and subtleties, and to discover the
connecting and contrasting patterns" (p. 178).
In the second stage of analysis, Collier and
Collier (1986) guide the researcher to "inventory or
log the evidence so that you know completely its
general content" (p. 178).

Stage Three, structured

analysis, requires collection of information that is
often statistical in nature such as counting heads and
measuring distances.

In Stage Four, the researcher is

required to respond to the data in an open manner so
that the details she has been immersed in can be placed
in a more complete context that defines the
significance of their pattern.
The photographic data also were shared with the
participant, his companion, close friend, and hospice
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nurse.

These individuals were asked simply to reflect

and comment freely on the photographs.

These comments

were considered when the researcher made the final
analysis.
At the end of the study, findings from this
particular case study and photo study were documented
and compared with those reported in the literature for
quality of life, sense of well-being, and "doing well"
phenomena.

The significance of these findings were

related to nursing practice.
study were identified.

Implications for further

CHAPTER IV
FINDINGS

The purpose of this study was to describe and
record the life—affirming behaviors of a person with
end stage HIV illness, using a combined case study and
photo study approach.

The single participant met the

requirement of end stage HIV illness, and exhibited
life-affirming behaviors as defined for the purpose of
this study.

In addition, he consented in writing to be

interviewed and photographed during the final stage of
his life.

In this chapter, the interview and

photographic data are presented, and the content is
analyzed.
The participant in this study was Jerry (a
fictitious name).

He was a 39 year old white male

residing in a historic heterogeneous neighborhood of
New Orleans, Louisiana.

He was born and reared in New

Orleans and had a high school education.

In the late

1970's and early 1980's, he led an active social life
as part of the New Orleans gay community.

At the time

of his death, he was living with his companion of eight
years.

Jerry never knew of his HIV seropositivity

prior to his AIDS defining diagnosis of Pneumocystis
19
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carinii pneumonia in February, 1988.

At the time of his

diagnosis, he was the co-owner of an established, successful
French Quarter restaurant which was reviewed in a national
magazine several years previously.

Within a year of his

diagnosis, Jerry sold his share in the restaurant and moved
from the French Quarter apartment building he owned to a
smaller, more manageable single family home in a quieter
neighborhood.

Although he had many blood relatives living

in the same locale, he was only superficially involved with
them and considered his companion and close friends his
family.
For the purpose of this study, Jerry was interviewed
monthly between September 1989 and February 1990.

After

defining life-affirming behaviors, the following five
questions guided each interview with the participant.
1)

What has been your experience with living with
AIDS?

2)

What kinds of things have helped you to do well
with

3)

AIDS?

What kinds of things that you do are lifeaffirming?

4)

What gives your life meaning?

5)

What has contributed to your quality of life and
sense of well-being?

During each interview, Jerry was encouraged to elaborate on
any aspect pertinent to the topic.

Also as part of the
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study more than 50 photographs were taken of Jerry in a
variety of his usual settings on a monthly basis from
September, 1989, until just shortly before his death in
February, 1990.

The photographs of the participant were

analyzed using Collier and Collier's (1986) Basic Model for
Analysis.

In the first stage of the analysis, this

researcher set out the photographic data on a table.

In

this way, the data were viewed as a whole twice a day for
one week.

The following patterns were identified:

*people were frequently around him.
*he responded positively to those around him.
*he had positive interactions with his pet.
*he was as active and involved as possible in his daily
activities.
*he laughed a lot.
*he enjoyed socializing and going to parties.
To proceed through the second stage of photographic
analysis, the researcher logged each photograph with a
description of its content and the thoughts and feelings
elicited by viewing the photograph.
photograph was logged as follows:
relaxing on sofa with cat.

For example, one

CONTENT - Participant

IMPRESSION - He is stroking the

cat and appears content.
In Collier and Collier's Stage Three, collection of
information that is often statistical in nature, such as
counting heads and measuring distances, is completed.

Stage
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Three was not applicable to this single case study because
most of the photographs contained only one subject, and only
a few had multiple subjects.

After going through Stage Four

as openly as possible, the researcher concluded that the
photographic data depicted life-affirming behaviors as
evidenced by the participant's activities, interactions, and
facial expressions.
Findings

Photographic and interview data were gathered from the
participant on a monthly basis.

This facilitated

conceptualizing the process the participant was living
through, and the life-affirming behaviors associated with
each stage.
September. 1989.
During September, 1989, the first photo and interview
session with Jerry took place in his home.

When asked "What

has been your experience living with AIDS?", he responded
that it had been an "overall good" experience.

He freely

related,
My AIDS diagnosis was not a surprise to me because of
my life style in the pre-AIDS era.
He continued that although the thought of disability and
loss of independence was most frightening, his diagnosis was
not the shock to him as he had known it to be to others.
To the second interview question, "What kinds of things
have helped you to do well with AIDS?", he responded:
having such great people around (his companion and
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good friends)...they are really my family.
Also cited were good accessible health care including an
excellent relationship with his primary care physician,
having a comfortable home, and being free of financial
worries.
To "What kinds of things that you do are lifeaffirming?", the participant responded:
I have always enjoyed life, have a good attitude about
it, but now since I'm not working, I have more of a
chance to do things I really enjoy....cooking, watching
old movies on TV/VCR, tending to my garden, getting out
and going to functions when I can, just doing things
and visiting with friends. And Virginia (a large old
torn cat) here keeps great company.
"What gives your life meaning?" was answered only after much
time for thought:
I guess I've been lucky to have had so many
opportunities in my life...to do all the things I've
done like have the restaurant. That all gives meaning,
but right now, it's doing all the things I want to and
am able to.
To the final interview question, "What has contributed
to your quality of life and sense of well-being?", he
reiterated what he previously said.

The things that gave

his life meaning were the same things that he did which were
life-affirming.
Six photographs (see pages 45-46) were taken of Jerry
in his usual activities on the day of his interview in
September, 1989.

He is depicted cooking, gardening, sitting

on his sofa petting his cat, watching TV, and playing the
electronic keyboard.

In Table 1 are described the content
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of each picture and the researcher's thoughts and feelings
elicited from studying the photographs.
Table 1
Photoanalysis for September, 1989
Photograph

1
2

Content

Impression

Cooking

He used to enjoy
cooking; still does.

Watching TV

He looks comfortable,
relaxed, able to
concentrate.

3

Tending to the garden

He must really enjoy
it to still do it.

4

Watching Saints game

If he could not
physically get to the
game, he got involved
at home.

5

Playing the
electronic keyboard

6

Petting/talking to
the cat

He enjoys music.
Virginia (the cat) is
a faithful, protective
cat - she has been a
good companion.

October. 1989
The second photograph and interview session coincided
with Halloween.

After the interview portion of the meeting,

the participant invited the researcher to accompany him to a
Halloween party which he attended at a friend's home.
gathered in the previous meeting were validated.

Data

Jerry

reported the following:
Things are going okay. I have times that are good and
times that are not as good. If it weren't for this
diarrhea and pain in my feet, I'd be on the go more
often. I don't know how long I'll last at this party
tonight but I want to go.
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In response to questions concerning Jerry's life-affirming
behaviors, experience of living with AIDS, and things that
gave his life meaning and a sense of quality, he had not
changed his views from the previous interview.

He continued

to believe strongly that being able to do what he enjoyed
and having caring people around him was what really
mattered.

He said:

I'm glad I can get around...if I want to go anywhere I
just get on my motor scooter. Some of the people I see
in Clinic are so much worse off than I.
Photographs 7 and 8 (see page 47) attest to Jerry's passion
for being social.

In Table 2 are described the content and

associated impression of the researcher.
Table 2

Photoanalysis for October, 1989
Photograph

Content

7

Getting ready for a
Halloween party

8

At Halloween party
with a friend

Impression

He's very energetic.
He got along well
with many people.

November. 1989
During November, 1989, the third interview and
photography session with Jerry took place.
his endearing ways were apparent.

By this time,

The researcher contacted

him to arrange an interview time and was invited to stay for
a gathering at his home that evening.

Answers to the

interview questions asked at the previous interview were
validated and consistent with previous statements.

Although

it was not apparent from the interview, photographs showed
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Jerry being just as involved with people as he always was,
but in a quieter, more contemplative way.

In Photograph 9

(see page 47), Jerry is shown at his small house party where
he socialized in a quieter way.

In Table 3 are illustrated

the photo content and associated thoughts and feelings of
the researcher.

At this party, in contrast to the Halloween

party of the previous month, he spent much more time in his
chair, doing more listening than talking.

Despite being

quieter than usual, he was nonetheless involved.

His facial

expression in Photograph 9 was in response to something said
by his companion.

The researcher did not hear what was

being said, however, their facial expressions and eye
contact showed that a connection was made.

Although Jerry's

companion was supportive of his participation in the
research, he did not want to be photographed.
Table 3
Photograph
9

Content
Engaged in
conversation

Impression
Facial expression
shows real
involvement.

December. 1989
The month of December, 1989, marked the beginning of a
steady decline in Jerry's physical health.

Shortly after

Christmas, he was hospitalized for the last time with two
concurrent life—threatening respiratory infections.

As soon

as he was medically stable, he was discharged from the
hospital to go home on aerosol pentamidine treatments for
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his Pneumocystis carinii pneumonia.

The fourth interview

took place while he was in the hospital.

The usual

interview questions were asked of the participant, however,
he was unable to answer each question specifically.
Although responses were brief and sometimes not related to
the question asked, the responses demonstrated his continued
positive, hopeful outlook.

His concern focused on others,

and that they should not worry about him.

He said:

I'm doing ok...really. Everybody has been coming up to
be with me. What I really want most is to get home.
Despite feeling ill and attached to IVs and oxygen, he still
accepted his present reality without regrets.
I've had a full life and was able to do more things
than most people get to do in a lifetime...I always
keep a positive attitude...you've got to.
In his usual way, he demonstrated concern for others he
cared about.

He asked how the researcher's project was

progressing, and if he was being cooperative enough.

He

said:
Whatever I can do to help someone else lessen their
suffering, I'll be more than happy to help.
The researcher was honored to be privy to a video of
Christmas morning that was made by a friend.
Jerry was experiencing — living through
at home with his family.

In the video,

his last Christmas

In Photograph 10 (see page 48),

jerry is depicted humoring his friends who took him
Christmas shopping that day by sitting on the lap of the
department store Santa.

From the pictures and video, it was
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very apparent that, in a way true to himself, he got
involved and took part in the activities.

He had gifts for

everyone present that Christmas morning and took delight in
the gifts he was given.
of Jerry was apparent.

The humor that was characteristic
From viewing the video and analyzing

the pictures of Jerry, the prevailing feeling was that of
living in and enjoying the present moment.

In Table 4 is

illustrated the content and researcher's impression of
Photograph 10.
Table 4
Photoanalysis for December, 1989
Photograph

Content

10

Partaking in
pre-Christmas
activities

Impression

Inspiring living in the
present moment.

January, 1990
Jerry's physical health in January, 1990 was worse than
the previous month.

Although he continued his daily

pentamidine treatments, these did not provide much benefit.
Physical deterioration, demonstrated by muscle atrophy,
temporal wasting, and significant weight loss, was apparent.
At that time, he made an informed choice not to have any
further aggressive therapy.

His hospice care was

reactivated, and with the assistance of the hospice nurse,
he was started on gradually increasing doses of oral
morphine.

His activities became more confined to bed, and

his lucidity diminished.

He was in a semi-conscious state.
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When asked the usual interview questions, the
participant drifted easily off the question at hand, and on
a few occasions during the interview, he went in and out of
consciousness.

He spoke about "the good life that I had",

(my companion and friends) being here" and "not wanting
them to feel badly", and wanting to "be able to go out for
Mardi Gras."
The contents of the photographs made in January, 1990
are described in Table 5.

In Photographs 11 and 12 (see

page 48), Jerry is shown during his final days at home.
Table 5
Photoanalysis for January, 1990
Photograph

11
12

Content

Impression

Getting home treatment
Friend present for
home treatment

Appears to have lost
more weight.
Friend seems very warm
and involved.

February, 1990
Just days before Mardi Gras, Jerry died at home with
his companion and friends.

Due to his nearly unconscious

state, the interview questions were only partially answered.
During moments of consciousness, his verbalizations were
about his concerns for others.

He said:

Now don't you worry about me.

I'm doing fine.

I don't want them (companion and friends) to be
worrying about me.
Is your paper for school coming okay?...I'm happy I
could help....whatever I could do.

In Photograph 13, Jerry's collection of stuffed teddy
bears is depicted.

These stuffed animals were given to him

over the course of his illness.

They are symbolic of how

caring and loving his self-made family was.

The researcher

was not able to photograph Jerry in February.

Because of

his extremely wasted physical state, and fragile condition,
to photograph him would have been intrusive.
Prologue

Shortly after Jerry's death, the researcher interviewed
the participant's companion, close friend and hospice nurse.
After providing them with the definition of life-affirming
behaviors, these individuals then were asked the same five
interview guestions as the participant, but in reference to
their knowledge of the participant's behavior.

Data

collected in these interviews were consistent with data
collected from interviews and photographs of Jerry, the
participant.
Interview questions and representative responses of
those interviewed after Jerry's death are as follows:
(1)

What do you believe has been Jerry's experience living
with AIDS?
He had such a positive attitude about the whole thing;
he was really accepting.
He was very realistic about everything.
He was an inspiration to me.
He really enjoyed life despite his limitations (foot
pain, diarrhea).
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(2)

What kind of things do you believe have helped Jerry to
do well with AIDS?
He finally trusted that his care givers wouldn't
abandon him.
He kept a positive attitude.
He had such a good outlook on life...he didn't let
things get him down.

(3)

What kinds of things do you believe that were lifeaffirming for Jerry?
Being very active and involved...he worked hard all his
life - now he could sit back and enjoy the people
around him.
His desire to live as long as he could do for himself.
He wanted to make the best of every minute.
He got to do things he didn't get to do earlier - like
watch me play volleyball.

(4)

What do you believe gave Jerry's life meaning?
He became more giving of himself without expecting
anything in return.
His friends gave his life meaning.
When he lost control of his daily activities (such as
bathing and toileting), that's when he knew it was not
time to live anymore, and he died shortly after that.

(5)

What do you believe has contributed to Jerry's quality
of life and sense of well-being?
Something that he said to me was that he really felt he
had gotten a good chance in life to do everything.
He felt satisfied with his life and he completed many
of the things he wanted to do.
His friends...his involvement with the people around
him.
He had really good quality of life.

Data collected from interviews with these three people
who knew Jerry intimately affirmed and enhanced what was
previously learned about him through interviews with him and
photographs of him.

CHAPTER V
THE OUTCOMES

The purpose of this study was to describe and
record the life-affirming behaviors of a person with
end stage HIV illness.

A combined single subject case

study and photo study design was used for this
qualitative, phenomenological study.

Jerry, the

subject studied was a 39 year old white male resident
of New Orleans, Louisiana, who met the criteria of end
stage HIV illness and who consented to be photographed
and interviewed during the final months of his life.
The theoretical frameworks used for this study were
Fitzpatrick's Life Perspective Rhythm Model and
Erikson's Developmental Model.
Open-ended interviews guided by five target
questions were conducted at six monthly intervals with
Jerry, the study participant.

After Jerry's death, the

same target questions were asked of his companion, a
close friend, and the hospice nurse, but in reference
to their knowledge of Jerry.

Fifty photographs of

jerry in a variety of his natural settings, over a five
month time span, added to the data collected in the
interviews.

Thirteen representative photographs are
33

34

included at the end of this document.

An inductive approach

to content analysis of the interview data and Collier and
Collier's (1986) Basic Model for Analysis was used to answer
the research question:

What are the life-affirming

behaviors of a person with end stage HIV illness?
Summary of Findings

An in-depth case study and photo study of the
participant revealed a composite of his particular lifeaffirming behaviors.

Thus, the life—affirming behaviors

demonstrated by the study participant were:

(a)

interacting with and relating to an active support system of
people and a pet animal, all of whom were readily available;
(b)

using expert healthcare that was readily accessible;

(c)

using available material resources such as home and

financial assets; (d)
activities; and (e)

participating in meaningful leisure

humoring self and others.

Jerry was an

active participant in the process of living as he
demonstrated by his life-affirming behaviors during the
final stage of his illness.
Discussion of the Literature

In the review of literature, no reports describing
life—affirming behaviors, per se, were identified.
studies, however, investigated the phenomena of

A few

doing

well", maintaining a sense of well-being, and quality of
life.

The concept of "doing well" with AIDS was reported by

Kendall, Gloersen, Gray, McConnel, Turner and West (1989)
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and involved autonomy/mastery over the disease,
existential/spiritual journey toward understanding, self
acceptance, staying active and involved, and positive
thinking.

In this study, Jerry demonstrated

autonomy/mastery over his disease as his focus clearly was
not on the disease, but on staying active and involved as is
shown in the photographs of him.

Jerry demonstrated his

existential/spiritual journey toward understanding by the
way he was able to rise above his illness and participate in
- and experience - the here and now, such as he did on his
last Christmas morning.

His self acceptance was apparent by

the way he felt positively and without regrets about his
past life.

He stayed active and involved with what was

important to him until the time of death.

Involvement in

his activities of daily living and with the people around
him were among the most visual life-affirming behaviors
demonstrated by the photo study component of this research.
Belcher, Dettmore, and Holzemer (1989) reported
spirituality and a sense of well-being in the cohort of
people with AIDS they interviewed.

In their cohort,

spirituality involved connectedness to other people and
transcendence.

Jerry's connectedness to other people is

readily apparent in many of the photographs, and especially
in the videotape of his last Christmas morning.

The

researcher's interview with Jerry's hospice nurse, during
which she spoke of how she was inspired by him, showed
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connectedness.

Spirituality and a sense of well-being are

interrelated, and Jerry demonstrated both.

Transcendence was demonstrated by the manner in which
Jerry faced the reality of his illness but was able to put
it out of his mind in order to live in the present moment.
Lasher and Ragsdale's (1989) case study demonstrated that
using social support systems criteria to plan care for a
person with AIDS and his significant other made a major
positive difference in quality of life for the client.
Jerry and those interviewed about their knowledge of him
made statements that affirmed his quality of life.

One

interviewer directly said that Jerry had good quality of
life.

The concept of quality of life has many meanings, but

the researcher believes that quality of life and lifeaffirming behaviors must co-exist to some degree, and that
Jerry demonstrated both to a larger degree.
Burkhardt (1985) found that positive self-esteem,
internal control over health, perceived support, and a low
negative attitude toward illness contributed directly to a
higher quality of life in persons with arthritis.

HIV

illness and arthritis are similar in that they are both
chronic, progressive diseases with significant psychosocial
impact.

Jerry's self-esteem was high; his participation in

this research, as well as his continuing participation in
daily activities and special events could not have been
possible without a healthy degree of self-esteem.

With
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regard to perceived support, Jerry believed he had an
exceptional support system - the presence of his companion
and friends were referred to frequently in the interviews
with him.

A positive attitude about his illness, and his

process of living with his illness prevailed.

Photographic

and interview data gave credence to this, but the positive
attitude was demonstrated most when Jerry spoke about having
no regrets about his life.

No data collected can lead the

researcher to conclude that Jerry believed he had internal
control over his health, however, choosing to use expert
health care was identified as one of his life-affirming
behaviors.
In summary, no specific research on life-affirming
behaviors, per se, was identified in the current literature,
but several studies on the related topics of "doing well"
phenomena, maintaining a sense of well-being, and quality of
life were identified.

All of these qualities were

operational in the study participant who also demonstrated
the life-affirming behaviors of:

(a)

interacting with and

relating to an active support system of people and a pet
animal, all of whom were readily available;

(b)

using

expert healthcare that was readily accessible; (c)

using

available material resources such as his home and financial
assets; (d)
and (e)

participating in meaningful leisure activities;

humoring self and others.
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Integration of Findings into Theory

Fitzpatrlck's Life Perspective Rhythm Model was used as
a theoretical framework for this study.

The study

findings - the composite of the participant's life-affirming
behaviors — relate well to this model, which has as its
central concern the meanings attached to life.

The study

participant's life was meaningful because of his daily
existence.

He realized the meaning of his past life and

added richly to it by participating in those activities that
gave him pleasure, spending quality time with people he
enjoyed, and just accepting reality at face value.

Not only

did Jerry survive his life with end stage HIV illness, he
thrived.

He lived over a year longer than statistics

predicted he would.

According to Fitzpatrick's Model, when

life ceases to have meaning, life ends.

Jerry lived for as

long as his life was meaningful; when he was no longer able
to ambulate, control his bodily functions, or engage in
meaningful social activities; when he could no longer
maintain consciousness, he ceased living.

Life—affirming

behaviors undoubtedly contributed to, or were a part of the
meaning in Jerry's life.

Even until his last conscious

moments, he was exhibiting a behavior that was very lifeaffirming to him — that of humoring himself and others.
This case study exemplifies Fitzpatrick•s Model - for
life to exist, there must be meaning.

The interrelationship
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between life's meaning and the presence of life-affirming
behaviors is unclear and is a topic for further
investigation.
Erikson's Developmental Model was used to provide a
basis for understanding the usual developmental tasks of a
39 year old - the age of the study participant.

Completion

of the tasks associated with Jerry's chronological
developmental stage, as well as an early performance of
tasks generally associated with older individuals, can be
expected to contribute to the meaningfulness of life.

At

age 39, Jerry was in Erikson's Sixth Stage , Sense of
Intimacy versus Sense of Isolation.

He completed this stage

in a healthy way; he attained individual intimacy with his
companion.
Jerry also accomplished tasks of Erikson's Seventh
Stage, Sense of Generativity versus Sense of SelfAbsorption.

He sold his share in the successful business he

started years earlier, taught financial management to his
companion, and made a will.

All of these activities

demonstrated generativity or his concern that those left
lifter his death would not have to settle his unfinished
business.
Jerry also accomplished Erikson's final stage of
development - Sense of Integrity versus Sense of Despairgenerally encompassing the age of 65 years and beyond.

Data

gathered showed that Jerry reflected on his life and was
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satisfied.

Having had many chances in life, especially a

successful business, and having no regrets about his past
life were two positive outcomes of the final developmental
stage.

Successfully passing through his chronological

developmental stage and beyond added to the meaning in
Jerry's life.
Conclusions
Many factors are involved in "doing well" phenomena,
quality of life and maintaining a sense of well-being with
end stage HIV illness.

In an in-depth case study and photo

study of one person with this illness, the following
composite of life-affirming behaviors were identified:

(a)

interacting with and relating to an active support system of
people and a pet, all of whom were readily available; (b)
using expert healthcare that was readily accessible; (c)
using available material resources such as home and
financial assets; (d)
activities; and (e)

participating in meaningful leisure

humoring self and others.

From this composite of life-affirming behaviors, The
Model of Life-Affirmation in a Person with End Stage HIV
Illness (see Figure 1) was developed.

In this model, a

person's life-affirming behaviors give rise to the quality
of life during a transition time of heightened
meaningfulness of life.

A wavy line that rises and points

steadily upward depicts the flow of life within the expected
developmental and illness processes or continuum.

In
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relating the model to the study participant who lived well
within his illness, and completed all the developmental
tasks, he made the transition to end stage HIV illness with
a heightened quality and meaningfulness of life.

Despite

his steady progression on the HIV illness continuum, he
still managed to engage in life-affirming behaviors that
heightened his quality of life.
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^support system
*health care
^resource management
^leisure
*humor

Quality
of life
Sense of
veH

Developmental

being

continuum
Doing well

Wellness—illness continuum

Figure 1.

Model of life-affirmation in a person with end

stage HIV illness.
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Recommendations

As with many case studies, more questions come to the
forefront than were explained by the data.

Because this

design was a single subject case study, the findings cannot
be generalized beyond this study.

Only after many

replications with other persons with HIV illness will there
be a possibility of generalizable findings.

The Model of

Life-Affirmation in a Person with End Stage HIV Illness
derived from this study must also be tested.

If life-

affirming behaviors are consistently found to enhance
quality of life during terminal illness, it is within the
nursing role to identify and foster life-affirming behaviors
in persons with end-stage HIV illness.
nursing research include:

Areas for future

identification of other types of

life-affirming behaviors that are exhibited by persons with
end stage HIV illness; the phenomenon of continued
involvement with life despite HIV as being a universal lifeaffirming behavior; analysis of the difference between lifeaffirming behaviors of persons with end-stage HIV versus
other end stage illnesses; study of the relationship between
stages on the HIV illness continuum, the developmental
continuum and the presence of life—affirming behaviors; and
the examination of the relationship between presence of
life-affirming behaviors and length of survival from time of
AIDS diagnosis to death.

This study represents a beginning effort at defining
and describing the life-affirming behaviors of persons with
end-stage HIV illness.

Enhancing and fostering life-

affirming behaviors are one dimension of the caring role and
the essence of nursing.
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September, 1989

Photograph 2

Photograph 3
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Photograph 4

Photograph 5

Photograph 6
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October 1989

Photograph 8

Photograph 7

Photograph 9
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December, 1989

Photograph 11

Photograph 12
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February, 1990

Photograph 13
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APPENDIX A

THE HIV CONTINUUM
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Possibly elevated
p24 antigen and beta2microglobulin*
+ /- HIVl

r-SK'-i- v - i r f ^ - i
Seborrheic dermatitis
Herpes zoster (shingles),
single dermatome
Hairy leukoplakia

"Persons may have an AIDS diagnosis based on the presence ot Kaposi's s
may lack other signs ot nmune suppression
f Although earlier studies described neurologic problems in otherwise asymptomatic HIV-infected
oersons. such problems are seen mostly m advanced HIV disease.
*TNs is suDfect to tesi vanability
$With advancing immune suppression, the HIV (ELISA) titer is sometimes low or mdetermnaie

Severe dermatitis
Thrush
Weight loss
Diarrhea
Recurring fever
Pulmonary tuberculosis
Bacterial infections
Recurrent/mutt idermatomal herpes zoster

Opportunistic inlections
Lymphoma
Wasting syndrome

Source Ted L. Wisntewski MD.

from:

Clement, Fruncke, & Wisniewski, 1989.
copied by permission
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Vice President for Academic Affairs
P.O. Box W-1603
(601) 329-7142
Columbus, MS 39701

March 21,

1990

i s . C a r o l e M. P i n d n r o
Division or Nursing
Campus
Dear Ms. Pindaro:
I h e C o m m i t t e e o n cs e o r H u m a n b u b j e e t s i n e x p e r i m e n t a t i o n h a s r e c o m m e n d e d
approval of your proposal " L i r e Affirming Behaviors of a Person in Fnd Stage
HIV I l l n e s s . " T am h a p p y t o a p p r o v e t h e i r r e c o m m e n d a t i o n .
inee rely

t

D o r o t h y B u r d e. s h a w
Interim Vice President
f o r Academic A f f a i rs
DB: w r
cc:

Mrs. Mary Pat CurP

Where Excellence is a Tradition
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INFORMED CONSENT
this, I give permission to be interviewed and
photographed with adequate advance notice by
Carole Pmdaro for the purpose of collecting
information for the Case Study that is the basis
0
er Masters thesis. I also give permission for
Carole Pmdaro to review my C-100 Clinic medical
record and use that information in writing her
thesis.
1 understand that I can discontinue my
participation at any time.

Researcher

Participant

Date

